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Inclusion in political and public life: The experiences of people with
intellectual disability on government disability advisory bodies in
Australia
PATSIE FRAWLEY & CHRISTINE BIGBY
School of Social Work and Social Policy, La Trobe University, Victoria, Australia
Abstract
Background Civil and political participation lies at the core of citizenship. Increasingly, people with intellectual disability are
members of disability advisory bodies. This study investigated the political orientations of advisory body members with
intellectual disability, their participatory experiences, and the types of support they received.
Method The 9 people with intellectual disability who in 2005 were members of disability advisory bodies at a state, national,
and Victorian local government level were interviewed, together with 12 other members or secretariat staff of these bodies.
Observations were also conducted of advisory body meetings.
Results The political perspective of members with intellectual disability varied, but all had a background in self-advocacy.
They found the work hard but rewarding and encountered both practical and intangible obstacles to participation. Members
received varying types of practical support, but a supportive collegial milieu was characteristic among members who felt most
confident about their participation.
Conclusions The milieu, structures, and processes of advisory bodies must all be adjusted to accommodate people with
intellectual disability if they are to participate meaningfully.
Keywords: social inclusion, participation, advisory boards, political activity
Introduction
Marshall (1965) conceptualised citizenship in terms
of the relationship between community members
and the state. Both he and others have since
suggested that a key responsibility of citizens is
engagement in civic and political life of the state
(Wilenski, 1986; Wolfe, 2002). As policy change
over the past two decades has recast people with
intellectual disability from dependants to citizens,
their right to participate in the political life of the
community alongside other citizens has been as-
serted. This was identified as one of the components
of full and effective participation and inclusion in the
community set out by the United Nations Conven-
tion on the Rights of Persons with Disabilities
(United Nations, 2006). More recently, the capacity
to influence decision makers on issues of community
importance has been flagged by the Social Inclusion
Board (Commonwealth of Australia, 2009) as an
indicator of social inclusion.
In Australia, the landmark 1976 report of the Royal
Commission into Government Administration was
instrumental in forging a greater emphasis on citizen
participation in policy-making processes through
various consultative mechanisms (Yeatman, 1990).
Since then, diverse approaches have developed to
enable participation that have not always framed
participants as citizens. Dalton, Draper, Weeks, and
Wiseman (1996), for example, suggested that in-
dividuals have been cast as stakeholders, consumers,
service users, or individuals whose mandate to
participate in policy making stems from individual,
political, or community power. Formal ‘‘participation
forums’’ include variously constituted advisory
bodies and reference groups established by different
levels of government, time-limited reference groups
or consultation processes constituted around specific
issues, regular access to senior policy makers, and
submissions to Senate or other enquiries.
Since Arnstein’s 1969 commentary, mechanisms
for citizen participation have been extensively
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critiqued and often regarded as a means to legitimise
rather than formulate policy (Arnstein, 1969;
Patemen, 1970; Van Til, 1984; Wilenski, 1986). A
significant body of literature, which cannot be
reviewed here, has consistently raised four themes:
issues of tokenism, power within forums, representa-
tiveness of membership and the voices heard, and
provision of support for participation. Similar issues
have been identified about the participation of people
with disability in these forums (Barnes, Newman, &
Sullivan, 2007; Boyce et al., 2001; Richardson,
1983; Wolfe, 2002). A US study singled out the
very particular issues of including people with
intellectual disability, concluding that ‘‘accommoda-
tions for individuals with intellectual disabilities are
often less understood and do not receive adequate
attention’’ (Caldwell, Hauss, & Stark, 2009, p. 103).
The inclusion of people with intellectual disability
in participatory forums is a relatively new phenom-
enon, as until recently they were exempted from the
concepts of citizenship and its associated civic and
political participation (Carey, 2003). Rather, the
view was often held that ‘‘others,’’ including parents,
carers, advocates or service providers, were better
placed to represent them. Concern was expressed
not only about their ability to participate, but also
about their credentials as people with an intellectual
disability, and their representativeness of people with
an intellectual disability (Beresford & Croft, 1993).
This comment from a self-advocate sums up the
concerns well:
The initial objection to us taking part was that we hadn’t
got the skills. Then we got involved and spoke up and
they said we were unrepresentative. We hadn’t really got
learning difficulties. We weren’t typical of disabled
people. Or they’d say someone put us up to it! They
just couldn’t believe we can speak for ourselves.
(Beresford & Croft, 1993, p. 18)
In the last decade, Australian governments have
used disability advisory bodies as a key plank to
canvas the views of people with disability and involve
them in the processes of policy making. For example,
the 2000 Commonwealth Disability Strategy sug-
gested that
. . . involving people with disabilities in consideration of
issues which affect them through inclusion on boards,
advisory committees and reference groups . . . is an
efficient and effective way of ensuring that their needs
are met at the time that policy is being developed and
programs are being planned. (Office of Disability,
2000)
In a similar vein, the Victorian 2006 Disability Act
established the Victorian Disability Advisory
Council, as a ‘‘way for people with a disability
to have a say in decision making on whole-of-
government policy issues’’ (State Government of
Victoria, Australia, Department of Human Services,
2007, ‘‘Victorian Disability Advisory Council,’’ para.
3). Australian disability advisory bodies are mandated
to include all the diverse subgroups that fall under the
rubric of ‘‘people with disabilities.’’ Though now
more formally recognised as citizens and the highest
users of government-funded disability services in
Australia, people with intellectual disability are
under-represented on disability advisory bodies at
all levels of government (Frawley, 2008).
A more differentiated approach has been adopted
in the UK where advisory/consultative bodies are
established that seek solely the views of people with
intellectual disability. Nevertheless, research has
identified that even in this type of forum they lack
adequate support, have difficulty understanding
information and, despite efforts to address tangible
barriers, can still feel disempowered and incompetent
to have a say (Redley & Weinberg, 2007; Simons,
2000; Whittell & Ramcharan, 1998). For example, a
study of the Parliament for People with Learning
Disabilities in Cambridge found that, ‘‘though
explicitly designed to honor the liberal democratic
principles of political voice and participation, it
seriously faltered in its efforts to realise the principles
in practice’’ (Redley & Weinberg, 2007, p. 29). While
accessible practices—like easy English documents
and processes that enabled interjection when they did
not understand—were useful, these were not suffi-
cient to influence the way participants felt about
participating. The failure, Redley and Weinberg
concluded, was due mainly to the difficulties people
with an intellectual disability faced ‘‘in situ’’ dealing
with the interactions of the parliament and their
feelings of vulnerability in these environments.
Similarly, Concannon (2005), in a study of participa-
tion in service planning forums, found neither the
structures nor the way they operated gave people with
intellectual disability any power. He echoed the
commonly used phrase in relation to inclusion that
people with intellectual disability were present but
not participating.
The key elements of supporting people with
intellectual disability to participate in forums either
as citizens or service users identified by the Joseph
Rowntree Foundation (2003) were access to infor-
mation, knowledge development, engaging in pro-
cesses, forming relationships with stakeholders, and
skill development. Among the various types of
support identified by Caldwell et al. (2009), the
most important was found to be the attitudes of other
members and the value they placed on the input of the



























person with disability. These studies suggest a need to
address both the practical means of supporting
participation and the more intangible social and
interactional nature of the environment and the
dynamic operating therein, so that members with
intellectual disability feel confident to participate.
No Australian research has either considered the
perceptions people with intellectual disability have
about their political influence or their experiences in
participatory forums alongside others with different
types of disability, as well as those who are without
disability. This study explored the political orienta-
tions that the small number of members with an
intellectual disability bring to disability advisory
bodies and their experience of participating in order
to consider the types of support necessary to facilitate
their participation. This paper draws on a much
larger unpublished doctoral study completed by the
first author (Frawley, 2008).
Method
The study used a qualitative methodology, which
takes an interpretive, naturalistic approach to its
subject matter. Qualitative researchers study things
in their natural settings, attempting to make sense of
or interpret phenomena in terms of the meanings
people bring to them (Denzin & Lincoln, 2005, p. 3).
This suited the research aim, which was interested in
people’s experiences of participation and recognised
the importance of understanding these from people’s
own perspectives. It drew on both a case study
method and ethnographic traditions (Creswell,
1998). The ethnographic tradition, which uses in-
depth interviews, observation, and document analysis,
was chosen as it enabled the researcher to be
immersed in the microenvironments where the ex-
periences were occurring for this group, and to
understand the shared meanings of these experiences
through prolonged engagement with the research
participants (Hammersley & Atkinson, 1995). This
particular approach to ethnography was described by
Morse and Richards (2002) as a focused ethnographic
study. Studies of this nature aim to, ‘‘elicit information
on a special topic or shared experience . . . the topic is
specific and may be identified before the researcher
commences the study’’ (p. 53). Stake notes, ‘‘case
study is not a methodological choice, but a choice of
what is to be studied’’ (cited in Denzin & Lincoln,
2005, p. 435). Here, the people with an intellectual
disability and the advisory bodies themselves were
studied. Creswell (1998) calls this a ‘‘bounded
system’’: a case or cases that are bounded by time
and place and can be a program, an event, an activity,
or individuals (p. 61). The study was conducted
between 2005 and 2008. All the fieldwork was
undertaken by the first author, while the second
author was both supervisor and peer debriefer.
Participants
The central participants were the nine people, who in
2005 were the only people with an intellectual
disability who were members of disability advisory
bodies in Australia at a national, state or Victorian
local government level. They were members of six
disability advisory bodies, one national, two state and
three local government (some bodies had more than
one member with intellectual disability). Member-
ship of these bodies is in the public domain, and
participants were directly invited to participate and
gave their own informed consent after being sent
information about the study in plain English and
meeting with the first author to go through this
material in detail. Four were female and the other
five male, and most lived independently. Though
they had all used some form of disability support
service in the past, only three used services at the
time of the study. One person worked full-time in
disability-supported employment, and the others
worked in a range of jobs, including in self-advocacy
and self-employment. In addition, 12 secondary
participants were involved in the study. These were
people associated with the central participants’
membership of the advisory body, and included
support workers, other members of the body or
chairpersons, and government employees who man-
aged the secretariat. Table 1 sets out the participants’






N ¼ 9 Age Advisory body (site) Position




Andy 50 Southern (state) As for Hannah
Jana 50 Central (national) Support worker
Karla 40s Northern (state) Support worker
Chair person
Advisory body member
Kieran 40s Seascape (local) Social planner
Advisory body member
Martin 21 Hilltown (local) Disability access worker
Chairperson
Advisory body member
Phillip 50s Greentown (local) Disability access worker
Tyler 20s Greentown (local) As for Phillip
Christine 21 Greentown (local) As for Phillip



























which they were a member. All names of participants
and advisory bodies have been changed.
Data collection
Data collection methods included the review of key
documents relating to each council, such as terms of
reference, recent minutes, and annual reports, where
available. Two, and in several instances three, in-
depth interviews were conducted with each central
participant. Though largely unstructured, an ‘‘aide
memoire,’’ as suggested by Booth and Booth (1998),
was used to provide a framework for the interviews.
This served as a reminder about information to be
collected and contained some direct questions to
guide the free-ranging conversation of the interview.
It was also used as a checklist to mark off material
covered in the interviews and to pinpoint topics for
further discussion in subsequent interviews. Shorter,
more structured interviews were conducted with
secondary participants, which sought information
about the support they provided to central partici-
pants. All interviews were recorded and transcribed.
In addition, at three sites nonparticipant observa-
tions of between 2 or 3 hours were conducted of the
proceedings of the council meeting or an associated
forum or working group. Detailed field notes were
written shortly after these observations. The details
are summarised in Table 2.
Analysis
The data about each central participant was collated
into a chronological narrative about their own
previous experience of self-advocacy or other forms
of participation, their rationale for involvement in the
advisory body, and experiences of being a member.
Included in this narrative too were any comments
made by secondary participants about their relation-
ship with the central participants and their view on
the nature of their participation. Drawing on the
available documents and interview data from central
and secondary participants and observations, a case
study was compiled of each site. This enabled each
narrative to be compared to the relevant case study
site and a comparison of structures and participation
experiences to be undertaken. Finally, the case
studies and the central participants’ narratives were
analysed thematically and conceptual categories
developed.
The analysis, and thereby the development of these
conceptual categories of participation, was ongoing
throughout the study and involved a process of
abstraction aided by peer debriefing as part of the
supervision sessions with the second author. This was
a cyclical process of analysis described by Piantanida
and Garman (1999) as ‘‘cycles of deliberation’’ (p. 1),
whereby all available data is considered and recon-
sidered in an iterative and deliberative way. In this
way, themes were identified, summarised, and written
from the text and then discussed, reflected on, and
further developed through peer debriefing and other
peer review mechanisms such as presentation at
seminars. Central to this analysis were the ‘‘stories’’
of participation developed by writing and rewriting of
the narratives from the participant interviews, which
were seen as ‘‘telling it like it was.’’ These were given
back to and discussed with participants, which
provided a form of ‘‘member checking’’ or ‘‘respon-
dent validation,’’ which is another criteria for
demonstrating the rigor of qualitative research (Cres-
well, 1998). Further insights were gained from the
document reviews and analysis and observation of
participation, all completed over a prolonged period
(Frawley, 2008). After several levels of refinement,
this led to a series of propositions about factors that
mediated and supported the involvement of partici-
pants in the councils.
Findings and discussion
Political orientation
As Table 3 shows, the central participants were
experienced activists who, prior to their appointment
to the advisory bodies, had participated in
Table 2. Summary of data collection
Participants Method Number/duration
Central participants In-depth face-to-face interviews 2 to 3 6 2 hours
Secretariat staff, chairs, and other council members Face-to face-interviews (individual or shared) 18 6 1 hour at 6 sites
Support workersa Face-to-face interviews 3 6 2 hours at 2 sites
Participants at council meetings or other council
activities (forums, working groups)
Observation 2 6 up to 2 hours at 3 sites
aOnly three sites employed individual support workers. In one site this support worker supported two people. This same support worker also
supported a person in a third site.



























consultations with governments or service providers
as self-advocates or service users. Although most had
previous strong links to the self-advocacy movement,
they had been appointed to the advisory bodies as
individuals on the basis they had an intellectual
disability. As such, they had no mandate to report
back or consult with any constituency. Their
appointments had been by invitation, though most
thought this was because they were well known as
self-advocates and were active in self-advocacy. For
all participants, participation in the advisory body
was not an end in itself but a means to achieving
personal or political ends.
Across the group, three distinct political orienta-
tions were identified, reflected in participant views
about the meaning of participation for both
themselves and other people with an intellectual
disability. These orientations were (a) participation
as a right described as a democratic orientation; (b)
participation as a status symbol, a professional
orientation; and (c) participation as the role of a
community member, a communitarian orientation.
They are summarised in Table 4.
Jana, Karla, and Kieran had a similar democratic
and rights-based orientation that was characterised
by a belief that participation was a right and more
people with an intellectual disability should be
involved in participatory forums. They saw their
role as representing others and furthering the
interests of all people with intellectual disability.
Give [us] a chance to prove that they are wrong. [We]
have got the power. If I can do it then somebody else can
do it. Don’t shove [us] under the mat [we] are not roots
under the tree. People with all disabilities can do it. I’ve
lifted the umbrella open so they can see what people
with an intellectual disability can do. Lift the umbrella
up so they can see what is there . . . Oh this person with a
disability has got good thoughts and ideas and brains
and opinions . . . (Kieran 10/5)
I now want to get involved with people with high support
needs . . . you have got to understand people with
communication needs. It’s about getting the message
out. It’s very hard when the professionals think they
know. I am teaching people about people with an
intellectual disability. (Karla 02/06)
I am heavily involved in advocacy . . . if they see we can
do it then they can just do it too . . . (Jana 04/06)
All three had been young adults when the reform to
disability legislation occurred in Australia in the
Table 3. Participants’ prior experience of political and civic
engagement
Experience
Hannah Self-advocacy, reference groups, consultations
Andy Self-advocacy, service boards, consultations
Jana Self-advocacy, reference groups, consultations,
self-advocacy boards/committees
Karla Self-advocacy, intellectual disability advisory
committee, justice advisory committee, self-
advocacy board
Kieran Self-advocacy board, disability service client board
Martin No previous experience
Phillip Self-advocacy board, disability service committee,
government department advisory committee
Tyler Self-advocacy board, disability service committee
Christine Self-advocacy committee
Table 4. Typology of orientation to participation
Orientation and notion






Increased involvement of people with an
intellectual disability in participatory
opportunities
Self-advocacy Self-advocate
A role model to other people with an
intellectual disability
Life experience of a range




Person with an intellectual
disability
Educate ‘‘others’’ that people with an




Be recognised as a leader with an
intellectual disability.
Own life experience as a
person with an
intellectual disability and




disability to themselvesHave contact with people in power
Be a spokesperson and to be paid to do
this
Communitarian:
Participation as a role
for community
members
Raise community awareness, change
community attitudes, address social
and structural barriers to community
inclusion
Own life experience and
shared experience of
disability
Person with a disability—
associated with
difficulties with learning



























mid-1980s and had witnessed considerable change in
the lives of people with intellectual disability as
institutions closed. They all continued to have strong
connections to the self-advocacy group, where they
had developed their skills and been involved in
campaigns around the closure of institutions.
Hanna and Andy, though from a similar genera-
tion to Karla, Jana, and Kieran, had a very different
orientation. They were more focused on being a
‘‘professional’’ and modelled themselves on the
professionals without disability they worked along-
side. They saw their membership as a job and an
important part of their own self-development. Andy,
for example, equated his appointment on the
advisory body with being employed by the state
government. Hanna and Andy saw themselves as
leaders in disability policy networks, who, as they
were now close to power, could influence policy as
paid spokespeople for other people with a disability.
They were proud of their success and of being well
known, but had severed connections with the self-
advocacy groups where they had gained their skills,
and had began to question the application of the label
of intellectual disability to themselves. Their orienta-
tion could be considered to reflect the principles of
normalisation and the importance of socially valued
roles to self-esteem and social acceptance.
Before I was known nobody wanted Hanna, now that
everyone knows that I can do the job everyone wants a
piece of me . . . It was good just representing myself on
the disability advisory body, not an organisation because
I didn’t have to report back. (Hanna 09/05 and 12/06)
Well I guess its not my voice, the people who I am
speaking up for . . . I am speaking up for the whole lot
and I am taking those issues to the Minister, that’s right,
I am just wanting to sit around the table over coffee or
over lunch and have an informal chat. What can I do for
you, what is the problem? (Andy 02/06)
Phillip, Martin, Tyler, and Christine were all
members of local government advisory bodies and,
with the exception of Phillip, much younger than the
other participants. They had a communitarian
orientation and were interested in bringing about
change at the local level to increase their commu-
nities’ capacity for inclusion of people with disability.
They saw this could be done by changing attitudes,
increasing awareness of disability issues, and remov-
ing barriers to access. They identified as people with
a disability rather than more explicitly as having
intellectual disability, though recognised they had
some learning difficulties. They drew primarily on
their own life experiences of being included in local
communities but, with the exception of Martin,
had all been previously involved in self-advocacy
groups.
Oh it’s going to improve our community . . . because
there is so much stuff around here that needs doing, so
we have got to try to improve it, . . . In my opinion it is
about time we got the community up to line . . . That’s
why I’m involved because I don’t want to see the [other
people with disabilities] left out, if we are not around
they are going to be stuffed. Yep trying to get them out
in the community. (Christine 08/05)
Easier access into buildings as well for people in
wheelchairs. (Martin 09/5)
These findings suggest that people with intellec-
tual disability, like other community members, hold
different political views or orientations that influence
what they seek to achieve from participation in civic
and political life and the views they will put forward.
This demonstrates that it cannot be assumed that
there is ‘‘an’’ intellectual disability perspective that
members appointed to this category will bring to
advisory bodies. It also suggests perhaps that their
selection and appointment should not be solely
based on their status as a person with intellectual
disability but also as with other members on their
political orientation and goals for participating.
Experiences of participation
Rewarding but hard work
Despite previous experience as activists and self-
advocates, as people who had contributed to
consultations, and sat on reference groups, partici-
pants found their involvement in disability advisory
bodies challenging and at times personally confront-
ing. Although for most the work was hard, they
found it rewarding both in terms of what they were
able to achieve but also from a personal perspective
in terms of a chance to travel, meet a range of people,
and supplement their income.
I find that what I get out of council is I am teaching
people about people with an intellectual disability. And I
find that people with other disabilities will listen to
me. . . . I think for the disability council, I think that as a
person with an intellectual disability being on this
council every person has taken an interest in the issue
of people with an intellectual disability, or people with a
disability being in institutions or things like that . . . It’s
tiring emotionally and physically. (Karla 02/06)
. . . it is hands on, I don’t have to go to [the city], I can
come here when I want . . . And I think if one person
sees me on this reference group and thinks, hey, what is



























he doing there I could do that. That’s my niche yes and I
am not saying to them deliberately, I want them to see
my involvement, I want them to see my reaction and
when they have seen how much and why, ‘‘Come here
you,’’ they will come on board. (Phillip, 09/06)
Over two days, it’s full on they are very long days, um
the first day, Thursday is from nine to five and the
second day if it is in [another city] it is nine to three
because people have to catch their flights to get home,
but if it is in [another city] it is nine to four . . . On
Thursday night after the meeting we always have a
conference dinner . . . and we always relax but on the
Friday I am glad, people are glad to get home, they are
very tired [laughs] . . . It is good, I am learning new
things, I am understanding . . . Would it be bad to say [I
like] the money? (Jana 02/06)
Talking about his involvement Andy said, ‘‘Of
course . . . it’s not the money it’s the, it’s [the]
occupation I suppose you would call it.’’ However,
he went on to explain that when he was first
approached to apply for the position on the advisory
body he was not interested because he did not want
to go to more ‘‘boring’’ meetings, but when he
was approached a second time and advised that he
would be paid, he accepted. The rewards of status,
being able to progress political perspectives, and
having the ear of government more directly than
through advocacy outweighed, for some, the
hardships experienced. Nevertheless, barriers to
meaningful participation were experienced and
identified.
Tangible obstacles
Several people felt ill prepared for their role in terms
of their own education or the expectations others
held about their membership. Most participants
talked about the practical difficulties they encoun-
tered that stemmed from the way the advisory bodies
conducted business. The issues raised were long
meetings, the failure to translate agendas, minutes,
and other documents into plain English, and being
inadequately briefed on the issues to be discussed at
meetings. Andy, for example, felt that he was not as
well prepared for meetings as the other members
noting that he had ‘‘no training, no nothing’’ when
he was appointed. Other members talked about their
difficulties:
I am learning and sometimes I do understand what is
going on . . . yeah because I suppose, because the
[advisory body] is good because they like to inform
people with disabilities what is going on . . . Some
information I do [understand] and some I don’t. That
is why I take [my support worker] with me and she
explains . . . It is very difficult to get your head around
and I feel bored and half the stuff that they talk about
goes over the top of my head and even when [Sandy] has
a go with me I still have trouble understanding. . . . Well
it would be better [if they were in Plain English] then I
could understand what I am reading. . . . (Jana 02/06)
[Sandy’s job was] taking notes for me and putting my
notes in Plain English, and that was fine, [she] was good
but I never ever got to [have time to] meet with Sandy. It
was always like an hour before the meetings so I was
rushed, so if I was having a meeting at 10 I would have
to meet Sandy at 9 so I never really had that time.
Because a lot of people thought that because I have an
intellectual disability that [I] couldn’t keep everything
inside my head for a month . . . so [we had to] do it on
the day. (Hannah 02/05)
In the early stage it wasn’t easy because I didn’t
understand everything on the council and I didn’t
understand what their goals were and what their
philosophy was and what they meant to do and things
like that so I found it really hard in the beginning. And
then I got to understand it a bit and then it got easier and
easier. When I very first started on there and things like
that it was very hard for me because I, the things were
going too fast and too quick and I didn’t understand the
big picture very well even though I did have someone to
explain it to me. . . . My eyes go like this [crosses eyes] I
get so frustrated in the meetings, I have to leave, it’s
pushing my buttons, the system doesn’t know what it’s
like. This is not about me, it’s about people in
institutions. (Karla 02/06)
Intangible obstacles and support
Hannah and Andy talked about more intangible
difficulties they encountered in participating in the
business of the advisory bodies and felt dissatisfied
with their performance or influence as members.
Their feelings were often associated with the way
they felt they were perceived by other members or
secretariat staff. Hannah, for example, felt other
members did not actively engage her in conversa-
tions at meetings, that people spoke over her at
meetings, and recalled an incident where the
chairperson overlooked her for an invitation to an
event. She was serving a second term and contrasted
the way she felt regarded within the newly con-
stituted advisory body compared with its predeces-
sor. Hannah believed that others had expected her,
as a participant with an intellectual disability, to be
passive and silent. She recalled, however, that she
had used the ‘‘speaking up’’ skills she had learned in
self-advocacy.
The new [advisory body] is different because there are
parents and people who I thought didn’t want me to be



























there. I just don’t get on with the Chair and it’s like I just
feel there are some people [there] now that don’t like me
and because I am outspoken they don’t like that, they
want someone who is going to sit there and not be
outspoken and I am not one of those people. I am feeling
frustrated because I feel I am not being appreciated and
they are not using me for the abilities I have got.
(Hannah 04/06)
I had trouble from the start. . . . She [the secretariat
staff] didn’t know how to treat a person with a disability
so she got me in a little room and she said could you
read this bit of paper and I said what’s this bit of paper
about and she said I just want to check that your reading
ability is all right . . . I thought it was going to be easy, no
sorry, interesting and I thought I might be able to
change attitudes of government people and make them
look at people with a disability in a different way and it
has taken me four years to get people with a disability
heard [to] listen to people with a disability. But it hasn’t
always been smooth sailing because I have had to fight to
get heard. Even now I don’t get heard. (Hannah 11/05)
Andy, a member of the same body, talked about
how hard it had been for him to talk at meetings and
how he felt inadequate compared to the others
members. One of the reasons he said was that the
chairperson spoke most of the time, but he also
blamed himself for not participating well enough:
Oh I think sometimes, oh well, sometimes I don’t listen
very well . . . I am not taking enough interest in what
they are talking about. What else?, I am not taking
enough time. . . . Yeah I think they have [more experi-
ence] they go to a lot more meetings than I do. . . . My
knowledge is not as good as other people’s; oh I think a
lot of people with disabilities haven’t got the education,
or haven’t got the knowledge. Because I haven’t been to
school . . . I haven’t been to TAFE, I haven’t been to uni
[sic] to study. (Andy 09/05)
Both Hannah and Andy were also disillusioned at
the degree of power accorded to the advisory body
and themselves as members.
Some Ministers are full of promises and some Ministers
are there and say we will do this, we will do that, [the
Minister] has only been once to a meeting . . . We don’t
know what the Minister is going to do. (Andy 02/06)
The problem is you can’t always get to the Minister’s
advisor even on the [advisory body] but it is easier than
when you are an outsider. The . . . chairperson can meet
with the Minister and put up our ideas but people with a
disability still get walked over. (Hannah 12/05)
Although all four members of the more formal
state and national advisory bodies had problems
understanding information, it was Andy and
Hannah, as the quotes above illustrate, that were
most dissatisfied with their participation experience.
They did not feel respected by other members and
expressed feelings of being less capable and compe-
tent than other members. In contrast, Jana and Karla
felt more able to participate and reflected much more
positively about their experiences, as did the mem-
bers of the more informal local government bodies
who talked positively and enthusiastically about their
experiences.
I am rapt with what the [advisory body] is doing . . . Yes,
to me I’m going up and down like a kangaroo because I
can see something at the end of that little hole. (Phillip
12/05)
Kieran referred to the informal conversations he had
with colleagues that made him feel welcomed and
included. He felt they listened to him when he was
chairing meetings, and they supported him when he
needed help in the meetings. Jana spoke enthusias-
tically about her colleagues, recollecting their perso-
nal details, and Karla felt well supported by her
colleagues, particularly at times when she became
emotional in meetings, and she felt that people did
respect her.
I just sat and watched then one time they asked who
would like to be voted to be chairperson and I put up my
hand and said I would like to give it a go. It’s a good
role; it gives you self-confidence that you can do it . . . If
I can do it then somebody else can do it. Down
syndrome people can do it, if someone can’t speak they
should be on the committee. They might [have to] print
a little bit of paper out or have their signs but they can do
it. (Kieran 10/05)
Karla reflected on the way she felt respected,
accepted, and listened to by other members of the
advisory body:
I think every person on council respects me . . . every
person on that council has treated me as a human being
no one has said ‘‘oh we are not working with [Karla]
because she is a person with an intellectual disability,’’
or they have never said that people with an intellectual
disability should not be on council, never said that and
so forth, not since I have been on there. (Karla 02/06)
Kieran and Jana echoed this feeling of respect and
the existence of supportive relationships with other
members of the advisory body, but also alluded to
the procedures and ways of operating that encour-
aged their participation.
Yes, I let them know I have got something to share, and
I listen to them yes. There’s good communication, there
is no one left out sort of. For someone with a disability it



























works. Someone is always there for you, to help you if
you got stuck or something, someone will always be too
happy to help you, yeah that is why I am on it for a long
time. We talk, if its one thing that might take a bit longer
we will plan a meeting for that and we might talk about
that one thing on a different night. Then we stick to that
and we talk about it. . . . I might get a little bit stuck so I
get some help from Harry, Oh he’s on the [advisory
body] Yeah he’ll help me if I don’t understand some-
thing, he’ll help me read it out, because he used to be the
Chairperson. He sort of knows how it should go.
Meetings are pretty all right but sometimes if I get
stuck he helps me. (Kieran 10/05)
We go around the table and everyone can have input,
what do you think of this? Someone presents then after
people present, then we go around and say what do you
think of this? and people have their say. He [the
Chairperson] gave people a fair go, people put up their
hands and that, and people would say ‘‘hang on wait
your turn,’’ this person is there, first it’s [Jana] or this
person and that . . . [my friends]. There is [names
member], she’s from, I think she is from Adelaide with
her gorgeous blind dog, what’s his name? oh I have
forgotten her dog’s name again. And there was another
lady, [names her], she is from Western Australia I think,
no umm somewhere and she was telling me about her
pet snake [laughs] . . . (Jana 11/05)
The interviews with those who supported or were
colleagues of members with intellectual disability
also provided insights into the participation of these
members. Mary and Stella, who supported the
Hilltown advisory group, spoke warmly about the
role that Martin played in their group:
Martin is an extremely valued member of the group. He
is not lacking in confidence and he is an incredible
participant at meetings. He doesn’t get any help at the
meetings and he rarely misses a meeting. He has
something to say about most things on the agenda . . . I
think Martin reminds us that he is the type of person we
are working for. Without us working [with Martin] we
might not have informed input. Martin gives the group
feedback, it is not always on the topic but sometimes it
is. At the meetings he comes in with his bag with all the
books/minutes in it. He is very organised and connects
with this information. He is very helpful.
Participants who had a sense of confidence and
meaningfulness about their participation were also
those who felt other members had a positive regard
for their capacity and potential to contribute to the
business of the advisory body. The types of relation-
ships they had with other members were similar to
Reinders’ ideas about civic friendships, which he sees
as occurring at the intersection between the peoples’
personal and civic lives: ‘‘. . . people with an intellec-
tual disability need allies and buddies, not only in
their private lives, but also in the formal world of
their institutional roles’’ (Reinders, 2002, p. 4).
Notably, Hannah’s comments suggest she had had
this type of relationship but it had been disregarded
rather than nurtured.
Because I am supposed to have an intellectual disability
and other people didn’t . . . because I said at that time
Mary and Brenda [advisory body members who do not
have a disability] are on the council with me and I know
these two ladies well I said ‘‘I won’t need someone
outside because I know [them].’’ She [the secretariat
worker] said ‘‘oh no you can’t have them’’ . . . I was told
I couldn’t have [them] because [they] were there with
their own hats on. So in that time, I did get a support
worker but [the two other members] were always
helping me. (Hannah 02/05)
Hannah perceived the collegial support offered by
her colleagues to be more beneficial than the formal
one-to-one support of a support worker. Despite,
rather than because of, the formal arrangements,
these ongoing collegial relationships had been
sustained.
Types of support
As already discussed, the procedures adopted and
social milieu of some advisory bodies were an
important source of support in creating opportunities
for people with an intellectual disability to contribute
and the confidence to do so. The nature of the more
formal support available to participants took various
forms, depending on resources available and internal
decisions made by each advisory body, and is
summarised in Table 5. These elements are similar
to those identified by the Joseph Rowntree Founda-
tion (2003) as important in supporting service users
to participate in disability organisations. Although
some sites had multiple types of support, no one site
provided all the elements suggested by the Rowntree
report, which includes support for accessing infor-
mation, support to develop knowledge relevant to the
participation, support for engaging in the processes
of the participatory body, support for forming
relationships, and direct skill development. How-
ever, in this study, the most common type of support
was individualised, provided by a support worker
external to the advisory body, and focusing on access
to information. Despite this, as suggested earlier,
most participants struggled to understand the in-
formation or have a good knowledge about both the
issues dealt with by the advisory body and its
processes.
There was only one site where participants had
received training on participation, meeting skills, and



























how to communicate effectively in these forums. The
other major gap was in regard to support for building
relationships or networks with people outside the
advisory bodies to inform or strengthen their
participation. The least common but reportedly the
most effective form of support was collegial, in the
form of relationships characterised by collegiality and
equality. When paired with adaptations to the
environment, which included the structure and
processes of the advisory bodies to make them
more accessible, experiences of participation were
reported to be more meaningful and worthwhile.
Conclusions
This study demonstrates that some people with
intellectual disability can participate in disability
advisory bodies in a way that is meaningful to
them, given the right social environment that is
able to engender collegiate and civic friendships and
provide tailored training and support. All partici-
pants struggled to understand the information
provided and engage with the issues dealt with in
meetings with the type of support provided. How-
ever, a significant obstacle for several was a milieu in
which they felt they were not respected, which
effectively undermined their confidence. These
findings echo those of Caldwell et al. (2009) and
highlight the need for an equal commitment to the
tangible and intangible aspects of support; in
particular, the importance of the attitudes of those
‘‘in power’’ to ensure these boards are well
supported and the input of people with intellectual
disability is heard and valued. This suggests that
support for participation must be multidimensional,
comprising much more skilled forms of practical
support and adjustment to operating procedures that
are underpinned by advisory body milieus that
respect the capacity and right of people with
intellectual disability to participate and foster sup-
portive relationships with other members and secre-
tariat members.
There is no suggestion that this small group of
people is in any way representative of people with
intellectual disability; rather, all except one were
experienced activists, with many years of political
apprenticeship served as members of self-advocacy
groups. This indicates that a flourishing self-advo-
cacy movement with the capacity to provide such
training and experience might be an important
foundation for citizen participation by people with
intellectual disability. Indeed, creating a significant
pool of experienced self-advocates who can become
members of advisory forums appears to be the
foundation of participatory structures established in
the UK. The importance of taking steps to broaden
potential members beyond the ‘‘usual suspects’’
through contact with the self-advocacy movement
Table 5. Approaches to participation support
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and other measures, such as mentoring and leader-
ship program, was also identified by Caldwell et al.
(2009).
In Australia, unlike the UK, the role of the self-
advocacy movement as a training ground and source
of recruitment for members of advisory bodies, or,
indeed, as a means of providing peer support and
legitimacy for people with intellectual disability
appointed as members of advisory bodies, has not
been seriously considered. This is seldom mentioned
in recruitment processes, and too often people are
simply seen as embodying the intellectual disability
perspective. It is clear from this study that people
with intellectual disability bring quite different
political orientations to their membership of advisory
councils. It may be worth considering, therefore, the
issue of ‘‘representativeness’’ and the appointment of
at least some members with intellectual disability on
the basis of their affiliation to the principles of the
self-advocacy movement. If this were to occur it
would provide both a constituency from which to
garner views and an important source of peer support
for advisory body members.
Figure 1 illustrates a tentative model of the
elements that must be taken into account in
supporting meaningful participation in advisory
bodies by people with intellectual disability. Applica-
tion of this model requires a commitment by those
seeking participation of people with an intellectual
disability to reconceptualise support, to more clearly
define what access means in these environments and
how it can be achieved for people with an intellectual
disability, and to enable the development of collegial
relationships or ‘‘civic friendships’’ in these advisory
groups (Reinders, 2002). Further research is needed
to consider how people with an intellectual disability
in other government-led and service-formulated
participatory forums experience this participation.
In addition, in Australia a systematic review of
participatory structures in government and services
is needed to consider how people with an intellectual
disability can ensure their voice, and the voice of self-
advocates as representatives of the broader intellec-
tual disability experience, can be heard in policy
making.
Central to this model is an understanding of the
personal and political reasons that each person with
an intellectual disability has for participating. Inclu-
sion of people with intellectual disability in civic and
political life will only be achieved if those who are
willing to participate are accepted into the policy-
making arena as members of the disability policy
networks with something to say, and the milieu,
structures, and processes of participatory forums are
sufficiently well designed to ensure their voices are
heard and can be acted on. However, despite a long
history and the growth of participatory forums, the
recent findings that in 2006 only 29% of all
Australian citizens felt they had a say on communal
issues of importance is perhaps an indicator that we
are only just embarking on this particular journey of
citizenship and social inclusion (Commonwealth of
Australia, 2010).
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